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Abstract
Caregivers for individuals with amyotrophic lateral sclerosis (ALS) face unique
challenges due to the rapid progression of the care recipient's disease. Current literature
describes the benefits ofsupport groups as effective interventions for caregivers for
individuals with many illnesses and disabilities, but few address support goup
interventions specifically for caregivers of individuals with ALS. Addressing caregiver
needs is within the occupational therapy domain of practice, but there is currently no
occupational therapy literature on this topic. The purpose of this study was to identify the
salient characteristics of caregivers for individuals with ALS and the support groups they
attend, and explore the potential role for occupational therapist-led support groups to
fulfill unmet needs. A researcher-designed caregiver survey and two standardized scales
were distributed to caregivers in the northeastern United States. Results fromZ? returned
caregiver surveys indicated that support group attendance is inversely related to
depression among study participants, and many unmet needs of caregivers were identified.
All of the unmet needs are within the occupational therapy domain, indicating an
opportunity for occupational therapists to lead support groups for this population.
Recommendations for further research are discussed.
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Chapter 1 : Introduction
Occupational therapists have the skills and training to provide support for
individuals who take on the role of caregrver. Caregivers who experience mental and
physical health declines due to the stresses of the caregiver role may negatively affect the
health of the care recipient, or ultimately lose the capacity to adequately provide care
(O'Sullivan,2007; Riess-Sherwood, Given & Given, 2002). According to estimates
based on the US census in July, 2000, approximately 54 million people took on a
caregiving role in the previous year (Riess-Sherwood, Given & Given, 2002). With
census trends revealing an agrng population, more caregivers will be needed to take care
of their aglng friends and family (Donelan, Hill, Hoffinan, Scoles, Feldman, Levine &
Gould, 2002). A reported l7o/o of caregivers spend at least 40 hours per week providing
care (Key Findings from Caregiving in the U.5., 2004). Family members who take on
caregiving responsibilities have an economic impact on the health care industry by
decreasing the need for formal health care, which adds up to a savings of billions of
health care dollars annually (Schulz & Beach, 1999). If the current economic downturn
continues, caregivers are likely to avoid paylng for home health aids and other sources of
formal support. Consequently, identifuing appropriate supports for these caregivers who
take on excess burdens will be important.
As evidenced by the large body of literature on caregivers and their
responsibilities, this population has a great need for services to help decrease their burden
of care and improve their quality of life. According to a report by the National Alliance
for Caregiving and the American Association of Retired Persons, caregivers reported
having difficulty, "finding time for myself," "managing ernotional and physical stress,"
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and, "balancing work and family responsibilities" (Key Findings From Caregiving in the
U.S., 2004 , p. 2). In the same report,62yo of caregivers reported having to modiff their
work schedule or leave their paid job in order to continue providing adequate care. This
decrease in work hours can lead to significant financial hardship for caregivers,
especially if the incomes of both the care recipient and care provider are abruptly reduced.
Caregivers have responsibilities and needs that vary widely depending on the
nature and prognosis of the conditions that afflict the care recipients. Caregivers of
individuals with amyotrophic lateral sclerosis (ALS) have unique challenges because of
the rapid debilitation experienced by patients with this unrelenting, untreatable disease.
According toHirtz, Thurman, Gwinn-Hardy, Mohamed, Chaudhuri and Zalutsky (2007),
amyotrophic lateral sclerosis (ALS) is diagnosed in 1.6 of 100,000 people in the United
States each year, resulting in approximately 5,000 new cases annually. Various sources
estimate that at any given time between 12,000 and 30,000 individuals in the U.S. will
have a diagnosis of ALS (Hirtz et a1.,2001; Krivickas, Shockley & Mitsumoto, 1997).
This neurodegenerative disease is most frequently diagnosed in males in their 60's
(Goldstein, Atkins, Landau, Brown & Leigh, 2006; Mitsumoto & Rabkin, 2007). Spousal
caregivers therefore tend to be women (Goldstein, Atkins, Landau, Brown & Leigh,
2006). ALS is characteized by a rapid loss of muscle innervation, eventually affecting
the respiratory muscles which usually results in death in three to five years of symptom
onset (Kaub-Wittemer, von Steinbiichel, Wasner, Laier-Groeneveld & Barasio, 2003).
There are no periods of rernission in the progression of ALS, only a steady decline in
function (Mitsumoto & Rabkin, 2007). Invasive tracheostomy procedures are used by
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some as a life prolongation technique when respiratory failure is imminent (Kaub-
Witterner et al., 2003).
Because of the swift progression of the disease and symptoms, individuals with
ALS require increasing amounts of assistance over a relatively short time. This care
typically is provided by a family monber, who assumes the role of an informal, unpaid
caregiver. Informal caregivers are not formally trained in providing care to patients, and
may or may not receive advice from health care professionals on appropriate methods for
providing care. Caregivers for individuals with ALS are responsible for providing
varying degrees of assistance with such activities as bathing, dressing, feeding, toileting,
transfers, community mobility, and being a liaison between the patient and various health
care resources.
Numerous studies exist on the effect of care giving on individuals who
experience such ailments as cancer, stroke, Alzheimer's disease, and dementia
(Mittleman, Roth, Coon, & Haley, 2004; van den Heuvel, de Witte, Nooyen-Haazen,
Sanderman & Meyboom, 2000). However, few studies have focused specifically on
caregivers of individuals with ALS and the unique challenges they face (Goldstein,
Adamson, Barby, Down & Leigh,2000; Goldstein, Adamson, Jeffrey, Down, Barby,
Wilson & Leigh, 1998). According to Chid, Gauthier, Calvo, Ghiglione, and Mutani
(2005), caregivers of individuals with ALS experience great distress due to the burden of
time dependence. This burden increases gradually over time as the disease progresses
and the functionality of the patient declines. Studies report that negative health affects,
particularly mental health, are experienced as more time is spent on caregiving (Hecht,
Graesel, Tigges, Hillernacher, Winterholler,Hllz, Heuss & Neundorfer,2003; Kaub-
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Wittemer et a1.,2003; Krivickas, Shockley & Mitsumoto,l99T; Mockford, Jenkinson &
Fitzpatrick,2006). Quality of life of caregivers for the ALS population is often affected
by issues relating to, "physical changes, financial and work concems, social and leisure
activities, spirituality/religious issues, and family/friends/community attitudes and
behaviors" (Trail, Nelson, Van, Appel, &Lai,2003, p.83). Several studies have reported
decreased quality of life scores and increased depression scores among caregivers of
individuals with ALS (Gauthier, Vignola, Calvo, Cavallo, Moglia, Sellitti, Mutani &
Chid, 2007; Goldstein et al., 1998; Kaub-Wittemer et al., 2003; Krivickas, Shockley, &
Mitsumoto ,1997; Lu & Wykle,2007; O'Sullivan,2007; Schulz & Beach, 1999; Trail et
al.,2003).
There is insufficient data in the literature regarding factors that positively affect
quality of life for caregivers of individuals with ALS and how occupational therapists can
be involved. Care of others is listed within the Occupational Therapy Practice
Framework as an instrumental activity of daily living defined as, "Arranging, supervising,
or providing the care for others" (American Occupational Therapy Association, 2008, p
631). Since providing services to individuals who take on caregiving roles is within the
domain of occupational therapy practice, identifying methods to effectively provide this
support is necessary.
One method of intervention an occupational therapist can provide is facilitating
support groups for caregivers. Facilitating a support group can utilize several
occupational therapy approaches as outlined in the Occupational Therapy Practice
Framework. These approaches include "create/promote", "establish/restore", and
"prevent" (American Occupational Therapy Association, 2008). For example, support
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groups may provide information to create feelings of competence, help to establish
coping skills, and prevent social isolation (American Occupational Therapy Association,
2008). One study linked caregiver's anticipated ability to cope with the stresses of
caregiving with the number of social/support groups to which they belonged (Goldstein et
al., 1998). Trail, Nelson, Van, Appel and Lai (2004), studied this population and found
that the three greatest concerns for caregivers are, "l) worries about the patient's illness
progression, 2) concerns about the patient's swallowing and eating difficulties, and 3)
worries about loved ones' emotional and physical well-being" (&.44). An occupational
therapist-led support goup may address these major areas of concern for caregivers of
individuals with ALS by providing education, strategies for coping, and a forum for
sharing experiences and ideas among caregivers. However, the availability and utilization
of support groups and the effect of support groups on caregivers for individuals with ALS
has not been adequately researched in general, or in occupational therapy literature.
It is important to study ways in which occupational therapy and other professions
can provide support to caregivers, because caregiver health and quality of life has been
shown to directly affect the quality of life of patients. Caregivers who experience
depression or other psychological disturbances may have decreased capacity to make
decisions, demonstrate good judgment, or provide quality care (Riess-Sherwood, Given
& Given, 2002). Depression of the caregiver has been directly linked to patient
depression as well (Given, Stommel, Bigen, Osuch, Kurtz, &Kttrtz.l993), which can
affect other measures of health and longevity.
The purpose of this study is to identifu areas in which caregivers for individuals
with ALS have particular hardships and needs, and to explore the role of support groups
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as an intervention method that can be implemented by occupational therapists to help
increase wellness and quality of life for this population. The data received from this study
will provide information about caregivers who utilize support groups, and develop
recommendations for occupational therapy's role in supporting caregivers via support
groups or other means.
Definitions
1. Informal caregivers: Informal caregivers are defined by the author as unpaid,
untrained providers of assistance to an individual with a debilitating disease.
These caregivers are often spouses, family members, or friends of the individual
requiring care (Goldstein et al., 2000).
2. Occupational therapy: "Occupational therapy is skilled treatment that helps
individuals achieve independence in all facets of their lives. Occupational therapy
assists people in developing the 'skills for the job of living' necessary for
independent and satisffing lives" (AOTA website, 2009, What is occupational
therapy?).
3. Support group: "A group of people, sometimes led by a therapist, who provide
each other moral support, information, and advice on problerns relating to some
shared characteristic or experience" (support grouP, n.d., fl 2).
Chapter 2: Literature Review
Caregivers of individuals with amyotrophic lateral sclerosis (ALS) face unique
challenges due to the nature of the disease and its progression over time. The ALS
Patient Care Database is the result of a large observational study which was used to
collect data on 1,857 individuals with ALS from Septernber 1996 through Novernber 30,
1998 (Miller, Anderson, Bradley, Brooks, Mitsumoto, Munsat, Ringel & the ALS
C.A.R.E. Study Group, 2000). Of these individuals,glyo received assistance from
informal caregivers, withTTo/o of caregivers identified as a spouse (Miller et al., 2000).
Data showed that ll%o of caregivers reported fair or poor overall health (Miller et al.,
2000). The caregiver self-report section of the data collection involved a brief survey that
did not capture details of the caregiver's profile such as demographics, supports received,
or amount of time spent providing care. These measures would be helpful additions to
future data collection surveys for the database.
Burden of Care
In one study, 87o/o of patients with ALS responded to interviews saying that they
worried about the burden they placed on their caregivers (Hirano, Yamazaki, Shimizu,
Togari & Bryce, 2006). This perceived burden felt by patients with ALS is a valid
concem, considering that caregivers experience an increasing burden of care as the
disease progression of ALS decreases functional capacity and mobility status of patients.
Patients also have reported desires for happiness and health of family members, as well
as more support to decrease the burden of care on their families (Hirano et al., 2006).
In a study by Hecht et al. (2003), "Physical and emotional health" and "personal
and social restrictions" were determined to be the two most important determinants of
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burden of care in ALS caregivers (p. 328). "In ALS patient carers, the steadily increasing
need for physically demanding care and the decreasing possibilities to carry on social
relationships beside the caring may steadily increase the two most important burden
components and therefore also the total burden of care" (Hecht et al., 2003, p. 332).
Time Dependence Burden
The burden of time dependence is a significant factor related to quality of life for
caregivers of individuals with ALS (Chid et al., 2005). Participants reported losing social
contacts and having trouble balancing responsibilities in their personal and professional
lives (Chio et a1.,2005). In a study by Krivickas, Shockley & Mitsumoto (1997),
caregivers reported not having free time for themselves or for family recreation. A study
by Chid, Gauthier, Vignola, Calvo, Ghiglione, Cavallo, Terreni and Mutani (2006)
specifically looked at caregiver time use and determined that caregivers spent on average
between 5-15 hours per day on caregiving responsibilities, depending on the severity of
ALS symptoms. Trail et al. (2003) reported that caregivers who spent less than four hours
per day on caregiving duties had high quality of life scores. Since the average burden of
time dependence for ALS care is often much greater than four hours per day, quality of
life is likely affected negatively. The extent of lower extrernity involvement of the patient
was directly related to time spent caring (Chio et al., 2006). Over half of caregiver
participants in another study reported experiencing negative lifestyle changes that
affected their social and leisure occupations (Trail et al., 2003). Goldstein et al. (2006)
summarized time dependence burden this way: "Caregiver burden has been related to
carers' depression, fatigue and impaired quality of life" (p. 866).
Along with the findings that time burden for caregivers increases as the disease
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process of ALS progresses, the point at which a patient becomes dependent on ventilation
is a milestone that indicates even greater caregiving responsibilities. Patients and their
families face the difficult decision to choose invasive mechanical ventilation (IMV) or
respiratory failure and death (Hirano et a1.,2006). In one study, caregivers of recently
ventilated patients reported feeling, "frustration, resentment, and unhappiness," and said
that, "the burden was excessive" (Gelinas, O'Connor & Miller, 1998, p. S135).
Additional indicators of unhappiness with the burden of caring for a ventilated patient
was demonstrated by the evidence that25Yo of caregivers of patients with tracheostomy
ventilation (TV) said they would not make the decision to get the life-prolonging surgery
again if given the chance (Kaub-Wittemer et al., 2003). Also of interest is that,*30o/o of
the TV caregivers rated their own overall QOL [quality of life] lower than that of their
patient" (Kaub-Wittemer et al., 2003,p.892). Although quality of life was reported to be
positively affected for patients who receive TV, their caregivers suffer by experiencing a
significantly greatu burden (Kaub-Wittemer et a1.,2003).
Health of Caregivers
The main issue related to excessive time dernands of care grving is the risk of
health concerns for caregivers. One study reported that caregivers who had the additional
help of professional home care still, "felt physically and psychologically unwell"
(Krivickas, Shockley & Mitsumoto,1997, p. S85). An alarming fact that occupational
therapists can address is that, "Caregivers tend to sacrifice their own health care dernands,
particularly preventative health behaviors, in exchange for meeting the patients' medical
dernands" (Given & Given, 1996 as cited in Riess-Sherwood, Given & Given, 2002,p.
113). According to Riess-Sherwood, Given and Given (2002), most caregivers are
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between the ages of 35 and 64, atime when vulnerability to issues like hypertension and
diabetes is high. Caregivers may push themselves to the point where their own health
suffers, so intervention is essential beginning at the initial stages of caregiving.
Psychosocial Concerns
Lack of knowledge about the ALS disease process and the caregiving role may
lead to feelings of helplessness and dissatisfaction for caregivers (Krivickas, Shockley &
Mitsumoto,1997). "Knowledge of care can also decrease uncertainty, which can
increase the amount of control that caregivers perceive over the care situation" (Riess-
Sherwood, Given & Given, 2002, p. 113). Support can be grven by various health care
professionals with experience and training in ALS care to increase caregivers' knowledge
about ALS and care provision. Occupational therapists can provide education to patients,
caregivers, and other family mernbers to empower each party to make informed decisions,
cope with changes, and maintain relationships (American Occupational Therapy
Association,2008; Riess-Sherwood, Given & Given, 2002).
Role change for caregivers of individuals with ALS has also been linked to
quality of life scores (Lo Coco, Lo Coco, Cicero, Oliveri, Lo Verso, Piccolo, & La Bella,
2005). Shifting roles within a marriage or partnership from lover to caregiver, children
becoming caregivers, or parents who revert to caregiver status to take care of grown
children with ALS may all result in negative effects on quality of life.
Depression among caregivers of all populations has been shown to be higher than
depression rates in non-caregiver populations (Ory, Hof&nan, Yee, Tennstedt, & Schulz,
1999 & Schulz, O'Brien, Bookwala, & Flessiner, 1995). lnFacts About Family
Caregivers (2004), it is reported that 6I%o of caregivers who spent 2l hours or more per
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week on caregiving experienced depression. Similarly, Caregiving Statistics (2002)
reported that spousal caregivers who spend 36 hours or more per week on caregiving are
six times more likely to experience depression or anxiety symptoms than the non-
caregiver population. As mentioned previously, caregivers of individuals with ALS
spend on average 5-15 hours per day on caregiving, which puts than at significant risk
for depression based on the above statistics (Chid et al. 2006). Goldstein, Adamson,
Barby, Down and Leigh (2000) provided one explanation for this tendency to develop
depressive symptoms, stating, "Indices of loss of control and an internal causal attribution
of their partners' difficulties were associated with depression in cafers" (p. 102).
Depression scores of caregivers have also been directly correlated with functional status
of patients (Goldstein et a1., 1998). It is important to note that in one study, as ALS
patients' quality of life and depression scores rernained steady, their caregivers' scores on
the same measures were negatively affected (Gauthier et al., 2007).
Occupational Therapy Role
The focus of any occupational therapy intervention should be on the client and his
or her unique story. The Person-Environment-Occupation-Performance (PEOP) model is
a useful lens through which the needs of caregivers can be examined (Baum &
Christiansen, 2005). This model focuses on the interaction of intrinsic factors of the client
with environmental factors that in combination either support or inhibit participation in
occupations (Baum & Christiansen, 2005). When thinking about caregivers, intrinsic
factors such as coping ability, stress, psychological state, spirituality, cognition, and
physical condition are some of the factors to consider (Baum & Christiansen,2005).
Environmental factors may include social support, the physical environment, interaction
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with health care providers, and cultural norns (Baum & Christiansen, 2005). An
occupational therapist can work with caregivers to identiff personal or environmental
factors that are leading to challenges in occupational performance, and work together to
identify and implernent appropriate strategies to improve satisfaction. For example,
occupational therapists as part ofthe caregiver's social support system can offer,
"informational support (including advice, guidance, knowledge, or skill training), and
emotional support (which communicates esteern and belonging and provides guidance)"
(Baum & Christiansen, 2005, p. 251.)
In line with the PEOP model, occupational therapists can utilize a preventative
approach when working with caregivers to help protect their physical and psychological
health (American Occupational Therapy Association, 2008; Brownson & Scaffa, 2001).
Therapeutic intervention can be focused on health promotion to prevent the onset of
health problems, identification of problems in their early stages, and treatment of
identified concerns to promote functionality (Brownson & Scaffa, 2001). Intervention is
important with the caregiver population as care giving burden has been reported to
increase risk of morbidity and mortality (Schulz & Beach, 1999). Caregivers between the
ages of 66-96 who reported experiencing shain were shown to have a630/o higher
mortality risk than caregivers who did not experience strain in their caregiving role
(Schulz & Beach, 1999).
Occupational therapists can be involved in helping caregivers make more efficient
use of their time through training of techniques to assist their care recipients with
activities of daily living and encouraglng utilization of stress reduction techniques.
Occupational therapists could also help caregivers to, "better structure their time,
Support Groups for Caregivers 13
encouraging other relatives and friends in sharing the major caregiver duties, supporting
the sense of home, and promoting the caregivers' feeling of accomplishment for their
day-to-day activity" (Chid et a1., 2005,p.1782). Occupational therapists can encourage
family members and the care recipient to express their gratitude for the caregiver, or
facilitate a support goup where members can help validate the feelings and experiences
of the other participants. Helping caregivers to feel valued and appreciated for the time
they put into caring may be an overlooked, yet important practice to increase subjective
feelings of satisfaction for caregivers.
Occupational Deprivation
Prevention of occupational deprivation is another important area for occupational
therapy intervention. Occupational deprivation is defined as, "A state of preclusion from
engagement in occupations of necessity and/or meaning due to factors that stand outside
the immediate control of the individual" (Whiteford,2000, p. 201). Author and
occupational therapist Steve Hoppes (2005) wrote an autoethnography on his experience
as a caregiver, and noted how he never believed he would lose his valued occupations but
did in fact experience deprivation. "Providing care may cause the caregiver to have less
time for other family members, glve up vacation and hobbies, have less personal time,
and suffer physical or mental health problems" (AA-NAC, 1999 as cited in fuess-
Sherwood, Given & Given, 2002, p I I l). Occupational therapists can be involved in
identifuing the internal and external constraints inhibiting occupational participation and
work with the caregiver to adapt routines, modify contexts, identifr available resources,
and ultimately regain control in order to successfully restore occupational functioning.
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Since caregivers provide intimate support to patients with ALS, it is logical to
assume that the patient will be affected by changes in the caregiver's physical and mental
health. This phenomenon of caregiver health affecting care recipient health has been
suggested by Riess-Sherwood, Given & Given (2002) who said that, "If the caregiver
becomes burdened, the care situation may suffer which may lead to poor quality in
patient care and patient outcomes" (p. 111). Caregiver depression has been directly linked
to patient depression, although a causal link was not described (Given et al., 1993).
Providing occupational therapy support to caregivers may promote their health and well-
being, and have the secondary effect of positively influencing the well-being of the care
recipient.
Support for Caregivers
Support for caregivers may be formal or informal. Formal supports include
professionals such as a general practitioner, neurologist, community nurse, social worker,
representatives from a Muscular Dystrophy Association (MDA) or Amyotrophic Lateral
Sclerosis Association (ALSA), speech and language pathologist and occupational
therapist (Goldstein et al., 2000; Trail et al., 2003). Counseling services may also benefit
caregivers as a formal support (Krivickas, Shockley & Mitsumoto, 1997). Informal
supports may include friends and relatives of the caregiver (Goldstein et al., 2000).
Research has shown that the number of interactions with informal supports and
satisfaction with the relationships is related to long-term well-being, ability to cope and
caregiver adjustment (Goldstein et al., 2000; Goldstein et al., 2006; Krivickas, Shockley
& Mitsumoto,1997). Coping with the stress of care giving for a terminally ill patient
(usually a spouse, parent, or child) can be a significant challenge for caregivers of
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individuals with ALS. Research by Goldstein et al. (1998) showed that anticipated
ability to cope in the future was directly related to the number of social/support groups
caregivers were involved in. Counseling services, support groups, and respite periods
were similarly associated with increased adjustment capabilities in another study
(Krivickas, Shockley & Mitsumoto,1997). Another study linked family functioning with
increased caregiver adjustment (Evans et al., 1992 as cited in Krivickas, Shockley &
Mitsumoto,1997). Lo Coco et al., (2005) reported that spirituality was a factor in positive
caregiver experiences, in addition to social support and family interactions.
Informal caregivers often will provide care independently for a period of time but
may eventually call on the help of formal supports when the burden of care becomes
overwhelming and a need for skilled intervention arises (Krivickas, Shockley &
Mitsumoto,1997). Formal support from a home health care service has shown mixed
results related to effect on caregiver burden, likely because of the range of needs of
individuals with ALS depending on the extent of disease progression (Krivickas,
Shockley & Mitsumoto,l99T). Home health care providers may or may not have
appropriate training for working with the unique population of individuals with ALS and
their caregivers. Additionally, utilization of home health services has been identified as
occurring too late, and therefore not being maximally beneficial (Chid et a1.,2005). The
formal care providers may not directly address areas of concern for the caregiver, such as
mental and physical health, since most formal care providers focus their attention on the
ALS patient. Caregivers may not seek out support for themselves for a variety of reasons,
leading to development or exacerbation of their own mental and physical health concerns.
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Adjustment to caregiver status for an ALS patient on a ventilator sometimes takes
years or never occurs for caregivers (Gelinas, O'Connor & Miller, 1998). However,
caregivers who dernonstrate faster adjustment tended to spend time away from home and
practiced more self-care (Gelinas, O'Connor & Miller, 1998). In a study by Trail, Nelson,
Van, Appel and Lai (2003), 560/o of caregivers reported changes to their typical leisure
activities upon taking on a caregiver role. This is especially true of caregivers who
provide high levels of support, as demonstrated by 33% of this population feeling the
need for more free time or a break from care giving responsibilities (Family caregiving in
the U.5.,1997). Occupational therapists value leisure and recreational pursuits, and
therefore can be integral in supporting caregivers to maintain or begin participation in
such activities.
Social participation is a focus area of occupational therapy practice (American
Occupational Therapy Association, 2008), and may be an essential component affecting
quality of life and coping abilities for caregivers of individuals with ALS. As previously
mentioned, interactions with family and friends has been shown to positively affect
coping for caregivers. However, social interaction tends to decline as burden of care
increases (Gelinas, O'Connor & Miller, 1998). Many caregiver focused guidebooks and
articles, including the article by Riess-Sherwood, Given & Given (2002) suggest reaching
out to informal support networks for comfort, social interaction, and asking for help to
relieve some care burden. Of caregivers who provide high levels of support, 25olo
reported feeling the need for someone to talk to, a counselor, or a support goup (Family
caregiving in the U.5., 1997).
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Focus ofResearch
Support goup efficacy specific to caregivers of individuals with ALS is rarely
cited in caregiver literature (Krivickas, Shockley & Mitsumoto,l99T; Hecht et al., 2003).
However, the benefit of support groups is supported in literature related to general
caregivers and caregivers for individuals who experience Alzheimer's and stroke. Stoltz,
Ud6n, and Willman (2004) reported that there is strong and moderate evidence in the
literature to support the following statements, respectively: "Family carers wish to satisff
learning needs in caring groups with peers" and "Family carers wish to network in social
support groups" (p. 1la). Hecht et al. (2003) reported that caregivers of patients who
exhibit problern behaviors are more likely to attend support groups, although the benefit
of the goup is not described. Support goup attendance by caregivers of patients on
ventilation was shown to be helpful by the majority of participants (Kaub-Witterner et al.,
2003). A report on support goup efficacy for caregivers of stroke patients found that the
g.oup increased caregiver confidence in knowledge about caring for the patient, as well
as increasing coping strategies (van den Heuvel, de Witte, Nooyen-Haazen, Sanderman,
& Meyboom-de Jong, 2000). Caregivers for individuals with Alzheimer's disease
showed fewer depressive symptoms and better coping abilities which were sustained for
years after participation in an intervention that included regularly attending a support
goup (Mittelman, Roth, Coon & Haley, 2004). A report that compared numerous
intervention strategies found that supportive interventions like support groups were
effective in decreasing caregiver burden and increasing knowledge and ability of
caregivers (S<irensen, Pinquart & Duberstein,2002). Additionally, the care recipient was
positively affected by his or her caregiver's participation in supportive interventions,
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attributable to the sharing of ideas and strategies within such settings (S<irensen, Pinquart
& Duberstein,2002).
In the Family caregiving in the U.S. (1997) report, 6.6Yo of caregivers reported
attending a support goup. Of those respondents,53.4Yo reported that the support goup
"met need fully'', and37.8% said the Soup "met need partly." Of caregivers who did not
utilize supportive services, 61.Yo reported not having a need for a support group. Lack of
awareness of services, pride, being "too busy," and perceiving that services were not
available were other reasons why caregivers did not utilize supportive services including
support groups (Family caregiving in the U.5., 1997). One study found that, "The more
support and recreation groups carers belong to the less they anticipate suffering from
strain and distress in the future" (Goldstein et al., 1998 as cited in Mockford, Jenkinson &
Fitzpatrick, 2006, p. 137).
Support groups can address many of the needs of caregivers, including the need
for education or sharing of tips, social participation (including networking and shared
experiences), time away from the caregiving role, occupational participation in activity
groups, and professional support from the leader of the goup. One study reported that
caregivers were dissatisfied with the lack of information they received about services
(Donelan et a1.,2002). Sharing information regarding disease progression, local resources
and senrices can easily be accomplished through a support goup. Mockford, Jenkinson
and Fitzpatrick (2006) identified three protective factors which can improve wellbeing
and quality of life of caregivers. These include, "(1) Level of social support, (2)
Continuance of social, recreational and intellectual activities, (3) Use of positive coping
strategies" (Mockford, Jenkinson, &Fitzpatick,2006, p. 136). Each of these factors is
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within the domain of occupational therapy practice, and could be facilitated within a
support goup setting. An occupational therapist-led support goup would be enhanced by
the therapist's ability to share information on topics such as body mechanics,
environmental modification, and the importance of occupation (Brownson & Scaffa,
2001). Mockford, Jenkinson &Fitzpafrck (2006) recommend facilitating empowerment
of caregivers by helping than to, "anticipate changes and planning the future" Gr. 137).
By providing education about the ALS disease process and ways to cope with changes as
they occur, occupational therapists can empower caregivers and help them feel prepared
for the future. Learning coping skills and improving caregiver well-being can be
beneficial effects of support groups (Stirensen, Pinquart, & Duberstein,2002). Since
support groups do not usually have a standard format, the content of each session can be
tailored to the attendees to best meet their needs (S<irensen, Pinquart & Duberstein,2002).
Although this literature review has focused on the experience of caregivers of
individuals with ALS who are still living, the needs of caregivers following the death of
the care recipient will be briefly addressed. Research by Martin and Turnbull (2001)
found that3Toh of former caregivers of individuals with ALS self-reported coping poorly
even years after the death of the care recipient. A majority of the respondents reported
wishing that they still received information regarding ALS, and many had lingering
questions about the disease (Martin & Tumbull, 2001). Of the 48o/o of caregivers who
had attended a support goup prior to the care recipient's death, only 22Yo continued to
attend a support goup (Martin & Turnbull, 2001). A support goup may be an effective
intervention for those caregivers who have experienced the death of a care recipient
because ofthe anpathy, coping strategies, ongoing education, and social connectedness
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that can be offered. An occupational therapy influence within the support group can be
utilized to facilitate these topics as well as to address physical, cognitive and
psychosocial concerns, and facilitate engagonent in valued occupations (Reitz, Arnold,
Franck, Austin, Hill, McQuade, Knox, Slater & Peloquin, 2005).
A survey of ALS Association centers and Muscular Dystrophy Association
centers revealed thatgSo/o of the center staff who responded believed that providing grief
and bereavement support for caregivers was important, blut 4lo/o reported providing no
such support (Hebert, Lacomis, Easter, Frick & Shear, 2005). The authors of the report
identified this specific need related to ALS caregivers, but said, "it is not known how best
to provide this support" (Hebert, Lacomis, Easter, Frick & Shear, 2005, p. 138). Support
groups may be one intervention type that can be provided by occupational therapists to
benefit caregivers of individuals with ALS.
Chapter 3: Methods and Procedures
Hypothesis
This research seeks to provide information about caregivers for individuals with
amyotrophic lateral sclerosis (ALS) who attend support groups. This information will
include demographic, time use, satisfaction, quality of life, and depression data, which
can be used to describe the characteristics of caregivers who benefit from support group
intervention. It is hypothesized that the information about caregivers who attend support
groups will reveal a relationship between quality of life and depression scores with
amount of time spent care giving and support goup attendance. It is expected that most
caregivers have not had personal occupational therapy intervention, but many will
identifu areas of need within the occupational therapy domain. Areas where an
occupational therapist could contribute knowledge and expertise in a support goup
setting will be identified and suggested as appropriate and valuable practice areas.
Research Questions
This study will aim to answer the following questions:
L What are the salient donographics of subjects who have attended support groups?
2. What caregiver factors correlate with depression and quality of life?
3. What relationships exist between caregiver factors and support goup attendance?
4. What are the characteristics of support groups attended by the subjects?
5. What are the perceived benefits and limitations of support groups, and how
satisfied are support goup participants?
6. What areas of the occupational therapy domain are and are not being covered by
support groups?
2t
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Limitations
This research analyzed surveys completed by 25 caregivers. Three of the
caregivers had never attended support groups, and since it would be relatively unhelpful
to compare those few caregivers to the majority of respondents, their responses were
omitted from the data. This omission prevented the researcher from comparing data from
caregivers who do and do not attend support groups, which limited the power of this
study's results. Further study comparing characteristics of caregivers who do and do not
attend support groups would be beneficial.
Quality of life scales are questioned in the literature because of the difficulty in
clearly defining the term quality of life. Therefore, the respondents may have had
incongruent views of the term, leading to responses that are not easily compared.
The sample of caregivers who did respond to the survey may not be
representative of all caregivers who received surveys. For example, the caregivers who
did not respond to the survey may have greater time dernands than those who did respond,
leading to a bias in the data collected.
Delimitations
This research examined a relatively small convenience sample of the population
of caregivers for individuals with ALS. Surveys were distributed only in the northeastern
United States, so the generalizability of this data is questionable.
The researcher designed the survey based on literature and related studies.
However, the reliability and validity of the researcher-designed survey has not been
established.
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Assumptions
The following assumptions informed the study design:
o Despite having significant time demands from care giving duties, caregivers
would be willing to complete a 15 minute survey to the best of their ability.
o Since caregivers responded to the survey anonymously, it is more likely that
survey questions were answered honestly.
o Quality of life and depression are both assumed to be affected by life
circumstances and social supports. Therefore, the researcher can identify
relationships between variables such as support goup attendance and time use
with quality of life and depression.
o Careglvers will identify areas of need that fit into the occupational therapy
practice domain.
Participants
Inclusion criteria for this study required the participants to: (l) be the primary
caregiver for an individual with ALS; (2) not be receiving monetary compensation for
their care giving; (3) be 18 years of age or older.
To recruit participants, sixteen support goup leaders in New York and
Pennsylvania were identified and contacted via telephone and/or email using information
on the ALS Association website. Additionally, ALS certified centers in New York and
Pennsylvania were contacted to recruit additional participants. Leaders who agreed to
distribute surveys were sent packets of surveys and prepaid return envelopes. Included in
the packet was a copy of the approval letter from the All College Review Board for
Human Subjects Research (Appendix A) and instructions for survey distributors
Support Groups for Caregivers 24
(Appendix B). The cover page of the survey packet glven to caregivers included a brief
explanation of the study, as well as a section regarding informed consent and inclusion
criteria (Appendix C). As was made explicit in the cover page, returning the survey
implied informed consent of the participants.
Caregivers in the northeastern United States were chosen as a convenience sample
due to the proximity of the researcher.
The researcher mailed 189 surveys, and received 25 completed surveys from
caregivers of individuals with ALS. This is a response rate of 13.2o/o.
Anonymity and Confidentiality
The anonymity of respondents was maintained by requesting that no identifoing
information be written on the surveys or return envelopes.
Operationalization of concepts into variables
Several concepts were explored in this study, including dernographics, time use,
satisfaction with knowledge of ALS, care recipient needs and care provision, experience
with occupational therapy, unmet needs, satisfaction and experience with support groups,
depression, and quality of life. These concepts were operationalized into variables which
were used for data collection. Donographic data was gathered through survey questions
on gender, age, self-rated health, education, income, and occupation. Time use was
evaluated with survey questions on paid work, child care, homernaking, leisure,
caregiving, and paid caregiver utilization. Satisfaction with knowledge of the ALS
disease process was explored with one likert scale itern. Care recipient needs and care
provision were explored with a likert scale table that explored multiple areas commonly
identified as relevant to the ALS population. Experience with occupational therapy was
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explored with questions related to both care recipient and caregiver interaction with
occupational therapists. Unmet needs were determined through questions that asked
caregivers to identify serwices that would be beneficial but were not currently available.
Satisfaction and experience with support groups were evaluated with a likert scale
question, check all that apply questions, a fill in the blank question, and an open ended
question. The Center for Epidemiological Studies 10-Itern Depression Scale and the
Global Quality of Life Scale were used as standardized measures of depression and
quality of life, respectively.
Measurement instruments
Three surveys were included in the packet sent to each participant. A researcher-
designed survey (Appendix D), a depression scale (Irwin, Artin & Oxman, 1999)
(Appendix E), and a quality of life scale (Hyland & Sodergren, 1996) (Appendix F) were
included. The researcher designed survey included the following question formats: likert
scale, multiple choice, filI in the blank, check all that apply, and open ended questions.
For the researcher-designed survey, donographic questions were generated by examining
conrmon areas of demographic inquiry throughout the literature. Time use was chosen as
a question set due to the significant time dernands placed on caregivers for the dynamic
ALS population. Question 15 requested information regarding areas where the care
recipient needs help, and where the caregiver provides help. The question allowed
respondents to rate the amount of help needed and provided on a 1-5 scale with 1
meaning "never needs help" and 5 meaning "needs help all the time." This scale is an
adaptation of section two of the Demographic and Background Information
Questionnaire (DBIQ) (Iglthaler, 2003). Content validity of this scale was determined
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based on colnmon need areas for individuals with ALS identified in the literature.
Additionally, revisions were made to the scale based on feedback from experts in
occupational therapy, gerontology, and speech-language pathology following the pilot
study. Question 18 asked about services that caregivers perceived to be valuable or not
valuable to them, as well as the availability of these services. The services listed are all
areas within occupational therapy domain, and therefore could link caregiver needs to
potential areas of occupational therapy intervention (American Occupational Therapy
Association,2008). Questions 20 and 2l related to topic areas addressed within support
goup meetings, as well as areas that caregivers wished would be addressed. The
categories listed were derived from common areas of concern described in the literature
surrounding ALS and caregiver research. Question 25 asked caregivers to describe in
their own words their experience with a support group. This question was included in
order to allow caregivers to provide rich qualitative data that may not have been teased
out through the quantitative questions.
Responses to questions 26-29 were not included in the data analysis due to the
low response rate for these questions. These questions were specific to individuals who
have not attended a support Broup, and asked about interest in support groups, ability to
locate a group, factors affecting the individual's decision not to attend a support goup
and topics that the individuals would like more information on related to caregiving.
The Center for Epidaniologic Studies Short Depression Scale (CES-D 10) was
chosen as a standardized measure of depression for this survey. This screening tool for
depression has been shown to have good reliability for use in adult and older adult
populations (Irwin, Artin & Oxman, 1999).It is a brief scale requiring caregivers to
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answer likert scale questions that takes approximately 2 minutes to complete (Irwin,
Artin & Oxman, 1999). The short format was ideal since time constraints on the chosen
population are high.
The Global Quality of Life Scale included in this survey was chosen because it is
quick and easy to complete, thereby requiring a minimal time commitment of the
respondents. Hyland and Sodergren (1996) performed a study comparing 12 global
quality of life measures. The authors found that the scale that is used in this thesis was
perceived by participants to be the easiest to complete and most accurately represented
their quality of life (Hyland & Sodergren, 1996).
Field Testing
A pilot study was completed with occupational therapy professors, speech-
language pathology professors, gerontology institute professors, occupational therapy
graduate students, and Ithaca College Caregiver Support Group participants as pilot study
participants. Feedback from these participants was used to modifu the survey to clarify
language, format, and content.
Data Analysis
All data analysis was conducted using the Statistical Package for the Social
Sciences (SPSS) Version 15 software . Data were coded and entered into SPSS. Recoding
of some questions was necessary to accurately reflect responses from caregivers who
listed a range for fill in the blank questions on questions related to time use and support
goup attendance. Frequency data including means and percentages were obtained.
Pearson correlations were used to identifu relationships among continuous variables,
while crosstabulations and Chi-Square tests were used for comparing categorical
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variables to identifu relationships. The alpha level was set at .08 to increase the power of
the analysis for this preliminary study. All relationships with a p-value of less than .08
were considered significant. Thernatic coding was used for the one open-ended question.
Scope and limitations
This study had a relatively small sample size of 22 participants, so the
generalizability of results to other caregivers is limited. Additionally, with a .08 alpha
level, there is an 8% chance that identified relationships are not true of the population
studied.
Chapter 4: Results
Dernographic information was gathered for the 22 participants whose data were
included in analysis. Please refer to tables 1-4 for additional information on caregiver age,
health, quality of life, and depression scores. Participants were identified as 90.9%o female;
68.2% age 56 or older; 18.2% reported fair health; 54.5% have received a2-year degree
or higher; 50% report an annual income less than or equal to $50,000;50% report their
occupational status as being retired or a caregiver. No donographic information was
significantly related to quality of life data. Age was significantly related to depression:
X261:12.493; P:.052-
On the CES-D scale of 0-30, where a score of l0 or higher indicates depression,
the average score for participants was a 10.3. Of the 22participants, 54.5% of
participants met the criteria for depression.
On the Global Quality of life scale of 0-100, with 100 being perfect quality of life
and 0 being "I wish I was dead," the study participants averaged a score of 68.21 which is
between moderately good and good quality of life.
A significant negative correlation was found between quality of life scores and
total depression score:r: -.061;p:.001. See Figure 1.
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Table l: Caregiver Age
Age range (years) # of Caregivers
t8-25 1
26-35 2
36-45 I
46-55 J
56-65 7
66-75 6
76+ 2
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Table 2: Caregiver Health
Self-Reported Health # of Caregivers
Poor 0
Fair 4
Good 15
Excellent 3
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Table 3: Caregiver Depression
# of Caregivers who are
Depressed
(Score >10)
# of Caregivers who
are not Depressed
(Score <10)
12 10
Mean: 10.3
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Table 4: Caregiver Quality of Life
Quality of Life Score # of Caregivers
25 2
55 2
60 2
65 4
70 4
75 1
77 1
85 4
95 2
Mean:68.3
Figure 1:
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This study found that 57.14o/o of participants spend at least 40 hours per week on
caregiving duties. Of caregivers who spend at least 21 hours per week on caregiving
duties, 50o/o are depressed. Caregivers who reported having good quality of life or better
spent an average of 60-79 hours per week caregiving.
The average amount of care needed by the care recipients was 3.28 with a
standard deviation of 1.30 (1: care is never needed, 5:care is needed all the time). The
average amount of care provided by caregivers was 3.16 with a standard deviation of 1.09
(l: care is never provided, 5: care is provided all the time).
Support goup attendance was significantly related to several variables including:
depression (r: -.503; p:.017), hours spent providing care per week (= .491; p:.024),
avera5e amount of care needed by the care recipient (r: .444;p:.065), amount of care
provided to the care recipient (r: .414;p:.069), and satisfaction with knowledge of the
ALS disease process (r- .420; p: .058).
Caregivers reported that none of the support groups attended was led by an
occupational therapist, physical therapist, speech/language pathologist or spiritual leader.
Support groups were led by the following: nurse (9), social worker (7), counselor (4),
psychologist (3), former caregiver (l), Muscular Dystrophy Association staff (1), other
(3). Some caregivers reported multiple support goup leaders.
Topics covered in support groups and topics that caregivers wish would be
covered in future support groups are presented in Figure 2.
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Of caregivers surveyed, 81.8% reported being satisfied or very satisfied with their
support group experience.
Caregivers reported that 15 care recipients had received occupational therapy at
some point, and 3 of the caregivers reported that they had personally received
occupational therapy services.
Caregivers were asked to identift services that they perceived to be valuable, and
say whether or not those services were available. Services that were identified as valuable,
but were unavailable or caregivers were unsure of availability are highlighted in Figure 3.
Figure 3:
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Open Ended Question
Using thematic coding, four themes were identified from the open ended question
regarding caregiver experiences with support groups. These themes are: support goup
challenges, negative experiences with support groups, benefits of support gtoups, and
suggestions to improve support groups.
Support goup challenges included: small size of the goup, lack of opportunity to
discuss feelings, care recipients preventing free speech ofthe caregiver, leadership
changes leading to plateaus in progress, differences in ALS progression ("I feel that the
topics I want to discuss are areas they are not yet ready to discuss... so much goes
unsaid"; "Everyone's case is different...There is no right answer"), misconceptions about
the group and who can attend, and finding it emotionally difficult to go to a support
group for the first time ("Very happy to have found the courage to attend a support
group").
Specific negative experiences with support groups are highlighted in the
following quotations: "I felt it was a rush to get finances settled before you die"; "When I
did go too much was brought up about other people's problons without consideration of
my feelings"; "Very basic"; "At times I feel that I am in prison."
Benefits of support groups included feeling a sense of community, having a place
to go ("It's a place to go when I'm having a bad day or a good dat'';"A place to relax"),
talking to care recipients, feelings of solidarity, learning ("You learn a lot"), making
friends, having something to look forward to, and feeling reinforced ("It's very
supportive for my daughter. She's very knowledgeable and is looked up to by the group").
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Suggestions to improve support groups included, "More free time to
interact...much of what you have questions on touch fairly intimate topics many may not
want to discuss in an open forum," and separating the groups for caregivers and
individuals with ALS rather than having combined groups.
Chapter 5: Discussion
The demographic information gathered in this study can be compared to existing
literature. The high percentage of fernale participants and the majority of participants
reporting being age 56 or older are consistent with the literature that says that caregivers
for individuals with ALS tend to be female spouses (Goldstein, Atkins, Landau, Brown &
Leigh, 2006; Mitsumoto & Rabkin, 2007). However, due to the low number of male
participants, the researcher was unable to draw meaningful comparisons between
caregivers of different genders. It is noteworthy that 18.2% of participants in this study
reported fair health compared to studies reporting that 1 lo/o of careg;vers report poor-fair
health (Miller et al., 2000); the participants of this study therefore have a slightly worse
perception of their own health than caregivers previously studied.
Although no demographic information was related to quality of life, age was
significantly related to depression, with older participants showing higher rates of
depression than younger participants. Authors Schulz and Beach (1999) report that
caregivers age 66 and older had a 63% higher mortality risk if they experienced strain in
their caregiver role. Of the participants in this study, 62.5% in the 66+ a5e group were
considered depressed, which may mean that these individuals are at greater risk for
mortality. This alarming data should increase the urgency of occupational therapists and
other practitioners to intervene with caregivers and provide much needed support.
Over half of this study's participants met the criteria for depression on the CES-D
scale. A study by Kessler, Chiu, Danler, and Walters (1995) reported that 6.7Yo of the
general population over the age of 18 is depressed. There is a significant difference
between the percentage of caregivers in this study that are depressed compared to the
4t
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general population, indicating agreatneed for services to address psychosocial concerns
for caregivers.
The literature reports that l7%o of caregivers provide 40 hours or more on
caregiving per week (Key Findings from Caregiving in the U5,2004).In stark contrast,
this study found that 57 .14oh of participants spend at least 40 hours per week on
caregiving duties. This highlights the unique time dependence burden of caregivers for
individuals with ALS. According to another study, 6l%o of caregivers who provided at
least 21 hours of care per week were depressed (Facts About Family Caregivers,2004).
This statistic is relatively consistent with the percentage of caregivers in this study who
spend 21 hours on caregiving per week and are depressed (50%). Authors Trail et al.,
(2003) report that caregivers who spend less than 28 hours per week on caregiving have
higher quality of life scores than caregivers who spend more time caregiving. In contrast,
caregivers in this study who reported having good quality of life or better spent an
average of 60-79 hours per week caregiving. These inconsistent quality of life results
may be related to support goup attendance, with attendance contributing to better quality
of life. Future research can explore this potential relationship.
All 12 of the caregivers in this study that were identified as depressed had
attended between I and 10 support goup meetings. No caregivers who had attended
more than 10 meetings were depressed, perhaps showing the positive effect of support
groups on mental health. The significant relationship between time spent caring and
support goup attendance shows that even when time demands are high, support group
attendance is high. This seerningly contradictory result indicates that caregivers find
support groups to be important enough to devote time to even when caregiving burden
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increases. As support group attendance increases, satisfaction with knowledge of the ALS
disease process also increases. This relationship indicates that support groups help to
increase knowledge which can in tum lead to increased feelings of control, improved
coping, and decreased uncertainty (Krivickas, Shockley & Mitsumoto, 1997).
Support groups were reported to primarily be led by social workers and nurses.
No occupational therapists were identified as support goup leaders, even though this role
would be appropriate under the occupational therapy domain of practice (American
Occupational Therapy Association, 2008). Occupational therapists have training and
knowledge in many areas that could benefit caregivers, whereas other support group
leaders may not have the same depth of knowledge or training. As illustrated in Figure 2,
caregivers reported which topics were covered in support groups, and which topics they
wish to see covered in future groups. Where the line falls below the top of the bar for a
given topic, perhaps these topics are adequately covered, covered too often, or caregivers
would just prefer to see less of the topic covered in the future. Topics that caregivers wish
to see more of in the future are shown where the line exceeds the bar in Figure 2. These
gaps represent unmet needs in the topic areas of coping skills, ventilation information,
recreational pursuits, and spirituality. Each of these #eas could be covered under the
occupational therapy domain.
Some of the support group challenges identified in the open ended question could
be addressed by an occupational therapist trained in identiffing needs of individual
clients and groups. For example, some caregivers identified challenges related to
difficulty answering questions for individuals experiencing dif[erent stages of the ALS
progression. This challenge could be overcome by an occupational therapist who could
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explore common concerns among goup members and strucfure the support group to
allow time for small focus goup discussions or one-on-one discussions with individual
caregivers as appropriate. Similarly, occupational therapists can capitalize on the inherent
benefit of support groups as a place where people with common concerns gather to share
ideas and experiences. The occupational therapist can identiff goup and individual needs
and then encourage caregivers with relevant experience, resources or tips to share
information or stories with the goup. Through this process, caregivers can help one
another through challenges and celebrate positive experiences together.
Some caregivers reported discomfort with support groups that included both
caregivers and individuals with ALS. However, others reported that this interaction was
beneficial. It is within the support goup leader's role to identifo which direction to guide
a group based on the unique needs of its participants, and if separate groups are desired,
the leader should determine how to make that separation possible.
While many care recipients have received occupational therapy services, only
three caregivers reported receiving services for themselves. This information further
highlights how occupational therapists are currently neglecting to provide services to
caregivers, even though service provision is appropriate and needed.
As illustrated in Figure 3, caregivers identified many services that they perceive
as valuable but unavailable. These unavailable services represent unmet needs. Each of
the services could be provided by an occupational therapist through a support goup
setting. Some of the highest areas of unmet need involved energy conservation, recreation
options, self care training, ergonomics, and transfer training. Occupational therapists are
experts in providing all of the serrrices identified in Figure 3. Other support goup leaders
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may be inexperienced in providing these services, thereby failing to adequately address
the unmet needs.
The hypothesis for this study was partially supported. Support goup attendance
and depression were significantly related with high support goup attendance linked to
low depression scores. Although time spent providing care was not significantly related
to depression, the data revealed that of caregivers in this study who spend atleast2l
hours per week providing care,50%o are depressed. Quality of life was not significantly
related to either support goup attendance nor time spent caregiving. As expected, most
caregivers have not received occupational therapy services, but many areas of need
within the occupational therapy domain were identified.
Although this study was limited by the small number of participants and lack of
diversity of participants, the sample was somewhat representative of caregivers for
individuals who have ALS based on a review of related literature. The original research
design was intended to compare groups of caregivers who do and do not attend support
groups; however the low return rate from the latter goup prevented meaningful
comparisons from being performed.
Since participants were asked to fill out a non-standardized researcher-designed
survey, the results may not be entirely valid or reliable. However, the researcher took
appropriate action to base survey questions on relevant literature and standardized survey
formats to make the survey as valid and reliable as possible.
Although the researcher assumed that participants would answer questions
candidly, caregivers may have rushed through questions in order to decrease the time
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needed to complete the survey and/or to avoid facing any emotional challenges involved
in answering questions of a sensitive nature.
Chapter 6: Summary, Conclusions & Recommendations
This study explored the role of support group interventions for caregivers of
individuals with amyotrophic lateral sclerosis, and sought to determine the suitability of
occupational therapists as support goup leaders. The results found that the depression
rate for caregivers in this study was considerably highe. than the rate for the general
population, clearly indicating a need for supportive interventions. Lower depression
scores were seen among participants who attended a greater number of support groups,
perhaps indicating the benefit of support groups on mental health. Caregivers reported
attending support groups even as time dernands were high, indicating the value placed on
support groups by the caregivers. Overall satisfaction with support groups was high,
although many unmet needs were identified. These needs all fall within the occupational
therapy practice domain, but no occupational therapists were identified as leaders of
support groups for study participants. This study revealed the importance of support
goup interventions for caregivers of individuals with ALS, and the opportunity for
occupational therapists to lead groups in order to address the many unmet needs of these
caregivers.
Future research should compare caregivers who attend support groups with
caregivers who do not attend support groups to determine whether significant dif[erences
between the groups exists. Additionally, comparing occupational therapist led support
groups to non-occupational therapist led groups can help to determine whether the
expertise of an occupational therapist makes a difference in the lives of caregivers for
individuals with ALS. A longitudinal study should also be performed to see how
47
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variables such as caregiver time use, depression, and quality of life change over time, and
how support group attendance impacts these variables.
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Appendix B: lnstructions for Survey Distributors
Instructions for Survey Distributors
These surveys are intended for caregivers who:
o Are the primary caregiver for an individual living with ALS
o Do not receive monetary compensation
o Are age 18 or above
Please provide one survey per caregiver. The caregiver may
fill out the survey wherever they have the most time and privacy,
and then return the survey to Ithaca College in the prepaid
envelope. The surveys take approximately 15 minutes total to
complete. The deadline for returning the surveys is December 5,
2008.
If you have any questions or concerns, please do not hesitate
to call or email me. Thank you for your support with this research
study, and for your dedication to improving the lives of those
affected by ALS.
Sincerely,
Anna Yahner
Graduate Occupational Therapy Student
Ithaca College
Ithaca, NY
ayahnerl @ithaca.edu
607 -7 6s-7 63s
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Appendix C: Survey lntroduction and Informed Consent
Dear survey participant,
My name is Anna Yahner, and I am a graduate occupational therapy student at Ithaca
College. For my graduate research, I have chosen to study the effect of support group
participation on caregivers for individuals with amyotrophic lateral sclerosis. My mother was
the primary caregiver for my father until he lost his battle with ALS in May, 2008. I have
seen firsthand the hardships that individuals with ALS and their caregivers face, and I hope to
add to the body of research aimed at improving the lives of those affected by this terrible
disease.
Through my research thus far, I have discovered that caregiver quality of life can
have a significant impact on the well-being of the care recipient. Caregivers seek support for
themselves from many different sources, such as family and friends, or more formal supports
like a counselor or a support group. This research seeks to uncover relationships between
support group attendance and variables such as demographics, quality of life, depression, and
how one manages their time to determine whether support groups are a beneficial resource
for caregivers. With this information, I can provide data to support occupational therapists
and other professionals in providing services to help improve the lives of caregivers for
individuals with ALS. I thank you for your time!
Sincerely,
Anna Yahner
Graduate Occupational Therapy Student
Ithaca College
Ithaca, NY
ayahnerl@ithaca.edu
This is a voluntary survey 
- 
by completing this survey, you are giving permission for
the researcher to compare your data with other respondents. This data may be presented
and/or published. The results will be reported in the aggregate, which means no information
can be linked back to you. This survey should be completed at the clinic or support goup
meeting site, or wherever you feel that you have time and privacy. You are requested to flll
out the caregiver survey on the blue paper, as well as both surveys on the yellow paper. The
surveys should take no more than 15 minutes total to complete. Upon completion return all
forms to Ithaca College in the pre-paid envelope. Please do not put any identiffing
information on the surveys such as your name or phone number. The researcher seeks to
protect your privacy and anonymity. The researcher understands that responding to these
questions may be difficult, and you may choose not to complete the survey.
Please 
Tlo:"i.Tl.Tffirff.'ffi:L'lu,.giu.. ror an individuar with ALS
o You do not receive monetary compensation for your caregiving
o You are 18 years of age or older
Please return the completed surveys to Ithaca College by December 5, 2008.
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Appendix D: Researcher Designed Survey
Caregiver Survey
Demographics
1. Please indicate your sex:
E Fernale
E Male
2. Please select your age group:tr t8-2s
a 26-3s
tr 36-45
! 46-55
tr s6-6s
tr 66-7s
tr 76+
How would you rate your own health:
E Poor
! Fair
tr Good
tr Excellent
What is the highest level of education that you have completed:
tr 8ftgradeorbelow
tr High School
A 2-yeardegree
A 4-yeardegree
tr Other (Please describe)
5. What is your annual household income:
tr $0-25,000
tr $25,001-50,000
tr $50,001-75,000
tr $75,001-100,000
tr $100,001+
6. What is your current occupation?
Time Use
7. How many hours/week do you spend doing paid work?
8. How many hours/week do you spend on child care?
9. How many hours/week do you spend on homemaking tasks?
10. How many hours/week do you spend on leisure pursuits?
3.
4.
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Caregivingfor an individual with ALS
11. Other than the individual with ALS to whom you provide care, how many other
individuals do you provide care to at least lxlweek? (children, parents, friends,
etc)
12. How many hours/week do you provide care to the individual with ALS?
13. How many hours/week does a paid caregiver provide service to the individual
with ALS?
14. How satisfied are you with your knowledge of the ALS disease process?
! Not satisfied
tr Somewhat Satisfied
tr Satisfied
tr Very Satisfied
15. Please circle the answers that best describe the type and amount of care that you
ide:
Activity Care recipient needs
help in this area:
All the time:51
Never:l; NA: Not
applicable
I provide help in this
area:
All the time:Sq
Never:l; NA: Not
applicable
Eatine 5 432 tNA s 4321NA
Dressing 54321NA 5 432lNA
Toiletine 5 4321NA s 432lNA
Bathins 5 432lNA 54321NA
Grooming 54321NA 5432lNA
Preparing a simple meal 54321NA 5 4321NA
Household chores 5 4321NA 5 4321NA
Household mobility 5432lNA 5 432lNA
Community mobility 54321NA 5 4321NA
Takine medicine 5 4321NA 54321NA
Completing work 5432rNA 54321NA
Remaining safe in the
home/community
s432lNA 5 432lNA
Suctioning 5 4321NA 54321NA
Putting on/taking off
respiratory device
5 4321NA 54321NA
Positioning 5 4321NA 5 4321NA
Communicating 5 4321NA 5 4321NA
Drivine 5 432lNA 54321NA
Advocating for medical needs 54321NA 5 4321NA
Advocating for financial needs s 4321NA 5 4321NA
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Occupational Therapy
According to the American Occupational Therapy Association website,
"Occupational therapy is skilled treatrnent that helps individuals achieve independence in
all facets of their lives. Occupational therapy assists people in developing the 'skills for
the job of living' necessary for independent and satisfuing lives."
16. Has an occupational therapist been involved in the care of the individual with
ALS?
E Yes
trNo
17. Have you received services for yourselfas a caregiver from an occupational
therapist?
E Yes
ENo
Please continue on to questions 19-25 if you have attended AT LEAST
ONE support group meeting since becoming a caregiver for an
individual with ALS. If you have NEVER attended a support group,
please skip to question 26.
18. Please { allthat
Which of the following would aid you
as a caregiver?
Are these services available to you?
Yes No Not sure
tr Social groups tr tr tr
E Training to assist with self-care tr tr !
E Recreation options tr tr tr
fl Home modification information tr tr tr
tr Ergonomicsinformation tr tr tr
E Energy conservation techniques tr tr !
! Adaptive equipment
information
tr tr tr
E Positioning training ! tr tr
tr Coping skills tr n tr
E Transfer training tr tr tr
tr Other (Please describe): tr tr tr
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Support Groups
19. How many support group sessions have you attended since becoming a caregiver
for an individual with ALS?
20. What topics related to caregiving have been covered during the support goup
sessions that you have attended? (Please / all that apply)
tr Education about the ALS disease process
tr Coping Skills
tr Spirituality
E Professional caregiver options (hospice, home health services, etc)
E RecreationalPursuits
E Available local resources (loan closets, MDA or ALS association
locations, etc)
E Experiences/tips from other caregivers of ALS patients
E Assistive Technology
tr Clinical Trials
E Ventilation
tr Other G]ease aescriUe)
21. What topics related to caregiving would you like to see covered during future
support group sessions? (Please / allthat apply)
E Education about the ALS disease process
tr Coping Skills
tr Spirituality
E Professional caregiver options (hospice, home health services, etc)
fl RecreationalPursuits
E Available local resources (loan closets, MDA or ALS association
locations, etc)
D Experiences/tips from other caregivers of ALS patients
E Assistive Technology
tr Clinical Trials
E Ventilation
tr Other (Ptease aesgribe)
22.How satisfied are you with the experience you have had with your support group?
E Not satisfied
tr Somewhat Satisfied
tr Satisfied
tr Very Satisfied
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23. Who leads the support goup that you attend?
f] Social Worker
E OccupationalTherapist
E Physical Therapist
tr Speech Language Pathologist
tr Spiritual Leader
E Psychologist/Psychiatrist
tr Counselor
tr Other (Please
describe)
24.How far do you have to travel (one-way) to get to your support group:
tr 0-5 miles
tr 6-10 miles
tr 11-15 miles
tr l6-20miles
E 2t+miles
25.lnyour own words, please describe your experience with the support group (You
may write on the back of the survey if you need more space):
Please complete questions 26-29 if you have NEYER attended a
support group.
26. Are you interested in attending a support group?
E Yes
trNo
27 . Do you know where to locate a support group?
E Yes
ENo
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28. Which of the following is a factor in your decision NOT to attend a support
group:
(Please / allthat apply)
! Travel Distance
E Transportation
E Financial Concerns
E Lack of time
tr I am too fatigued from care giving
! No one else can take over care giving responsibilities while I am gone
! I don't know where to find a support group
! I have no interest in support groups
! I have no need for a support group
! Other@
Describe):
29. Which of the following topics do you wish you had more information on related
to caregiving? (Please r' althat apply)
E Education about the ALS disease process
tr Coping Skills
tr Spirituality
! Professional caregiver options (hospice, home health services, etc)
E Recreational Pursuits
E Available local resources (loan closets, MDA or ALS association locations, etc)
tr Experiences/tips from other caregivers of ALS patients
E Assistive Technology
tr Clinical Trials
! Ventilation
tr Other (Elease
describe):
Please Fill out the (2) Yellow Forms and then Return all Forms to
Ithaca College in the pre-paid envelope by December 5,2008.
Thank you for your time!
Caregiver survey created by Anna Yahner, occupational therapy graduate student
Ithaca College
October 9, 2008
Support Groups for Caregivers 58
Appendix E: Depression Scale
Center for Epidemiologic Studies Short Depression Scale (CES-D 10)
Below is a list of some of the ways you may have felt or behaved. Please indicate how often you have
felt this way during the past week: (chcle one number on each line)
During the past week...
Rarcly or Some or a Occasionally or All of
none of liftle of a moderate the time
the time the time amount of time
(less than 1 day) (1-2 days) (34 days) (5-7days)
2
2
2
2
2
2
2
3
3
3
3
3
3
3
Radloff, L.S. (1977). The CES-D scale: A self-report depression scale for research in the
general population . Applied Psychological Measurement, 1,385-401.
3
3
2
2
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Appendix F: Quality of Life Scale
Global Oualitv of Life Scale
100 Perlect qualirty of lile
95 Nearly pGrf€st quality ol llfe
90
85 Very good qrrelity ol life
80
75
70 Good quality of life
6s
60 Moderately grood quality ol llfe
55
50
45
40 Somewhat bad quallty of life
3s
30 Bad ryality of llle
25
20
15 Very bad quallty of life
10
5 Extrwnely bad quality ol life
0 Might as well be deacl
write any number between 0 and 100 ihat describes your qualily ol lile 
_ 
.
Hyland, M.E. & Sodergren, S.C. (1996). Development of a new tlpe of global quality of
life scale and comparison of perfornance and preference for 12 global scales.
Quality of Lfe Research, 5,469-480.
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